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Abstract
This paper provides an overview of the evidence on the perspective of health care professionals
(HCPs) in relation to advance care planning (ACP) for people with dementia, residing in long-term
care settings. A narrative approach was adopted to provide a comprehensive synthesis of
previously published literature in the area. A systematic literature search identified 14 papers
for inclusion. Following review of the studies four themes were identified for discussion; Early
integration and planning for palliative care in dementia; HCPs ethical and moral concerns
regarding ACP; Communication challenges when interacting with the person with dementia
and their families and HCPs need for education and training. Despite evidence, that HCPs
recognise the potential benefits of ACP, they struggle with its implementation in this setting.
Greater understanding of dementia and the concept of ACP is required to improve
consistency in practice. Synthesising the existing evidence will allow for further understanding
of the key issues, potentially resulting in improved implementation in practice.
Corresponding author:
Esther-Ruth Beck, University of Ulster, Institute of Nursing and Health Research, School of Nursing, Room 12J06, Shore
Road, Newtownabbey BT37 0QB, UK.
Email: Beck-ER2@email.ulster.ac.uk
Dementia
0(0) 1–27
! The Author(s) 2015
Reprints and permissions:
sagepub.co.uk/journalsPermissions.nav
DOI: 10.1177/1471301215604997
dem.sagepub.com
Keywords
advance care planning, end-of-life decision making, nursing home, health care professionals
Introduction
Global estimates suggest that 35.6 million people are living with dementia worldwide, with a
projected increase to 115.4 million by 2051 (Prince et al., 2013). Such ﬁgures have prompted
the World Health Organisation (WHO) to prioritise dementia as a global health and social
care priority for the coming decades (WHO, 2013).2
According to Evans and Goodman (2008) many people with dementia will reside in a
long-term care (LTC) setting such as a nursing home, especially towards the end of the
disease trajectory. Furthermore, a systematic review undertaken by Sharp, Moran, Kuhn,
and Barclay (2013) concluded that many older people are keen to plan for their future
healthcare needs. Evidence suggests that there is a need to allow those living with
dementia to have their wishes known surrounding their future healthcare goals (van der
Steen et al., 2013). An integral component of such an approach is the promotion of advance
care planning (ACP) (Mullick, Martin, & Sallnow, 2013), with patient autonomy central to
this (Exley, Bamford, Hughes, & Robinson, 2009).
Robinson et al. (2012) deﬁned advanced care planning as ‘‘A multi-stage process
whereby a patient and their carers achieve a shared understanding of their goals and
preferences for future care’’ (Robinson et al., 2012a, p. 263). Therefore the
underpinning philosophy of ACP is to promote discussions in which individuals,
families and professionals make decisions in relation to their future healthcare goals,
in anticipation of cognitive decline. This has led to the development and subsequent
promotion of ACP, speciﬁcally within the context of dementia care (Dempsey, 2013).
There is however a lack of clarity, both within the literature and policy in relation to
deﬁning ACP for this population, resulting in inconsistencies in subsequent practice (van
der Steen et al., 2014).
Whilst ACP has the potential to improve health and social care provision for people with
dementia, it would appear this aspiration may be failing (Dempsey, 2014, 2013), with moral
and ethical concerns of health care professionals (HCPs) cited as a key barrier, leading to
limited acceptability of ACP within the LTC setting (Froggatt, Vaughan, Bernard, & Wild,
2009). Whilst three recent systematic reviews in the area have acknowledged the potential
beneﬁts of ACP to people with dementia (Dening, Jones, & Sampson, 2011; Robinson et al.,
2012a; van der Steen et al., 2014), there is a lack of discussion on ACP from the perspective
of HCPs. It is evident that HCPs play a central role in this process yet there is a paucity of
literature that explores their perspective. This paper addresses this gap by providing a
narrative review of studies of HCPs perspectives on ACP for people diagnosed with
dementia. Given the importance of ACP in policy and clinical practice, especially within
the ﬁeld of palliative care, it is surprising that there is a small body of literature that has
focused on the role of the HCP in initiating, implementing and evaluating ACP. This review
builds upon and expands previous work in the area to provide an up to date synthesis of
HCPs perspectives on ACP and the challenges they encounter. A recent systematic review,
examining factors aﬀecting initiation of ACP for people with dementia, not only underlined
the complexity of individual factors which impact on the implementation of ACP in practice,
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but also the central role that staﬀ play in providing an individualised approach (van der
Steen et al., 2014).
Aim
To synthesise the evidence on HCP’s perspectives on ACP for people with dementia in LTC
settings.
Methods
A narrative literature review methodology was adopted to enable synthesis of the current
knowledge on the topic (Dixon-Woods, Agarwal, Jones, Young, & Sutton, 2005). According
to Green, Johnson, and Adams (2006), such an approach will allow for a broad perspective
to be presented on a particular area. The decision to undertake a narrative approach to
synthesis was inﬂuenced by the diversity of literature in the area resulting in a lack of
homogeneity in terms of methodological approaches adopted (Grant & Booth, 2009).
There was also a high degree of heterogeneity in terms of theoretical underpinning,
context, participants, outcomes, variables and quality. According to Popay et al. (2006) a
narrative approach allows the author(s) to ‘tell the story of the studies included’ (p. 5) due to
its’ textual approach to synthesis. A systematic approach was employed using the PRISMA
guidelines (Moher, Liberati, Tetzlaﬀ, Altman, & The PRISMA Group, 2009) in order to
ensure rigour and transparency (Booth, Papaionnou, & Sutton, 2012; Kable, Pich, &
Maslin-Prothero, 2012).
Four electronic databases (Cinahl, Medline, Psychinfo and Scopus) were searched within
the time limitation (2002–2014). These databases were chosen due to the scope of disciplines
represented, in conjunction with the wide representation of international journals deemed of
relevance for this topic. The search strategy involved deﬁning key words which were reﬁned
and grouped within three categories These included: ‘Dementia’ AND/OR ‘cognitive
impairment’; ‘Advance* care plan*’ AND/OR ‘end–of-life decision making’ Nursing
home*’ AND/OR ‘home* for the aged’ AND/OR ‘care home’. Inclusion and exclusion
criteria were established (see Table 1).
Table 1. Inclusion and exclusion criteria.
Inclusion criteria Exclusion criteria
Written in the English language
Empirical studies published in international peer
reviewed journals.
Studies inclusive of qualitative, quantitative and
mixed methodologies.
Systematic literature reviews
Focus on the perspective of HCPs in relation to
ACP for people with dementia.
Conducted within the long-term care sector.
Written in language other than English
Studies conducted in acute care settings
Studies conducted in community settings
Studies which focused exclusively on the
perspective of people with dementia/ and or
their families
Discussion and editorial papers
Beck et al. 3
Results
A systematic search of the databases retrieved 205 results (Figure 1). Hand searching of key
journals yielded a further six potential papers. Duplicates (n¼ 97) were removed. The initial
screening process was undertaken by one researcher (EB) who identiﬁed a total of 33 articles
which were reviewed by abstract and ﬁve found not to be relevant. A total of 28 articles were
reviewed fully in order to assess if they met the inclusion criteria for the review. Further
discussion between two researchers enabled consensus to be reached (SMc; FH). Discussion
and editorial papers were excluded, along with papers which focus did not include the
perspectives of HCPs working within the LTC setting.
Figure 1. 26 2.
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A total of 14 papers were deemed eligible for inclusion as they met the inclusion criteria
previously outlined in Table 1. Table 2 illustrates the studies included. A decision was taken
to undertake an inclusive narrative review due to the paucity of literature whilst
acknowledging limitations of this approach.
The majority of the studies were conducted in the UK (n¼ 8), followed by Europe (n¼ 3),
then the US (n¼ 2) and Australia (n¼ 1). It was noted that a qualitative research design
dominated in the studies (n¼ 5), using a combination of in-depth interviews (n¼ 4), focus
groups (n¼ 1) and observational case study approach (n¼ 1). The sample size varied
signiﬁcantly from n¼ 9 in the qualitative studies to n¼ 318 in the quantitative studies,
and the total population for this review, based on the primary studies, was n¼ 1305
HCPs, comprised of wide range of health care professions.
An iterative review of each empirical study and systematic review revealed 10 categories,
which were subsequently categorised into four key themes. A table depicting the mapping of
these themes to the studies is presented (please see Table 3). These themes included: (1) The
importance of early integration and planning for palliative care in dementia; (2) HCPs
ethical and moral concerns regarding ACP; (3) Communication challenges when
interacting with the person with dementia and their families; and (4) HCP need for
Education, Training and Knowledge. Each theme is explored in greater detail below.
The importance of early integration and planning for palliative care in dementia. The literature
provided evidence of the need for greater recognition of the applicability of the palliative
ethos to dementia care, with two systematic reviews clearly highlighting the beneﬁts (Dening
et al., 2011; van der Steen et al., 2014). However, the overall ﬁndings suggest that disparity
still exists in terms of recognition of dementia as a terminal illness by HCPs (van der Steen
et al., 2014).
There is some evidence from the studies that people with dementia are often not
recognised by HCPs as having a terminal illness, thus restricting their access to a
palliative approach (Livingston et al., 2012; Robinson et al., 2012b; Stewart, Goddard,
Schiﬀ, & Hall, 2011). Robinson et al. (2012b) in a UK qualitative study, including a
diversity of HCPs such as GPs, palliative care specialists, various allied health
professionals and ambulance staﬀ, found that HCPs (n¼ 95) providing care to people
with dementia did not view them as individuals who were living with a terminal illness.
This lack of recognition had direct implications for the initiation and implementation of
ACP. The authors concluded that if dementia was not viewed in terms of a condition that
merits a palliative approach to care, then the onus to engage in ACP with this population
may be reduced.
This lack of recognition was evident in Livingston et al.’s (2012) UK study examining
staﬀ’s perspectives on how to improve end-of-life care for people with dementia in the
nursing home setting. They found that many HCPs still favoured life prolonging
treatments and did not view residents as being terminally ill. This study also noted that
HCPs did not view dementia as a condition which would beneﬁt from a palliative approach.
Similar ﬁndings were also noted by Stewart et al. (2011), who highlighted that ‘‘unforeseen
medical scenarios’’ (p. 333) were a barrier to good end-of-life care. However it can be argued
that such medical scenarios should be anticipated as part of the normal end stage disease
trajectory of dementia, and that one of the aims of ACP is to foresee such events and plan
ahead in anticipation of them (Vandervoort et al., 2014). According to Johnston, Attree,
Jones, Gamal, and Gamal (2014) the use of tools, such as the Gold Standard Prognostic
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io
n
al
st
af
f
re
q
u
ir
e
fu
rt
h
e
r
tr
ai
n
in
g
o
n
E
O
L
C
fo
r
p
e
o
p
le
w
it
h
d
e
m
e
n
ti
a.
2
.
R
e
si
d
e
n
ts
an
d
fa
m
ili
e
s
w
h
o
ar
e
u
n
p
re
p
ar
e
d
o
n
ad
m
is
si
o
n
to
d
is
cu
ss
A
C
P
to
b
e
gi
ve
n
fu
rt
h
e
r
o
p
p
o
rt
u
n
it
ie
s
to
so
.
3
.
H
ig
h
lig
h
ts
th
e
e
th
ic
al
an
d
m
o
ra
l
d
ile
m
m
as
fa
ce
d
b
y
st
af
f.
1
.
P
ar
ti
ci
p
an
ts
lim
it
e
d
to
o
n
e
p
ro
fe
ss
io
n
(s
o
ci
al
w
o
rk
e
rs
).
2
.
T
h
e
au
th
o
rs
ac
k
n
o
w
le
d
ge
a
lo
w
re
sp
o
n
se
ra
te
.
3
.
A
se
lf-
d
e
si
gn
e
d
su
rv
ey
w
as
u
ti
lis
e
d
u
ti
lis
in
g
se
lf-
re
p
o
rt
in
g
re
sp
o
n
se
,
th
e
re
fo
re
th
e
re
is
p
o
te
n
ti
al
fo
r
b
ia
s
in
re
su
lt
s.
L
iv
in
gs
to
n
e
t
al
.
(2
0
1
2
)
U
K
To
e
x
am
in
e
th
e
b
ar
ri
e
rs
an
d
fa
ci
lit
at
o
rs
to
im
p
ro
vi
n
g
E
O
L
C
fo
r
p
e
o
p
le
w
it
h
d
e
m
e
n
ti
a.
Q
u
al
it
at
iv
e
ap
p
ro
ac
h
u
si
n
g
in
-d
e
p
th
se
m
i-
st
ru
ct
u
re
d
in
te
rv
ie
w
s.
St
af
f
(n
¼
5
8
)
re
cr
u
it
e
d
fr
o
m
a
1
2
0
-b
e
d
d
e
d
n
u
rs
in
g
h
o
m
e
.
D
ay
n
u
rs
e
s
(n
¼
1
6
),
d
ay
se
n
io
r
ca
re
rs
(n
¼
8
),
d
ay
re
si
d
e
n
ti
al
ca
re
w
o
rk
e
rs
(n
¼
2
0
),
n
ig
h
t
n
u
rs
e
s
(n
¼
4
)
an
d
n
ig
h
t
re
si
d
e
n
ti
al
ca
re
w
o
rk
e
rs
(n
¼
1
0
).
1
.
St
af
f
n
e
e
d
e
d
u
ca
ti
o
n
an
d
tr
ai
n
in
g
su
rr
o
u
n
d
in
g
E
O
L
C
d
is
cu
ss
io
n
s.
2
.
St
af
f
n
e
e
d
su
p
p
o
rt
to
u
n
d
e
rs
ta
n
d
cu
lt
u
ra
l
is
su
e
s
su
rr
o
u
n
d
in
g
d
e
at
h
to
im
p
ro
ve
p
ra
ct
ic
e
.
3
.
T
h
e
u
n
p
re
d
ic
ta
b
le
tr
aj
e
ct
o
ry
o
f
d
e
m
e
n
ti
a
co
m
p
o
u
n
d
s
th
e
ch
al
le
n
ge
s.
1
.
R
e
st
ri
ct
e
d
to
o
n
e
fa
it
h
-b
as
e
d
n
u
rs
in
g
h
o
m
e
.
2
.
G
P
’s
n
o
t
in
cl
u
d
e
d
in
th
e
sa
m
p
le
d
e
sp
it
e
th
e
ir
ro
le
w
it
h
th
is
h
o
m
e
b
e
e
n
ac
k
n
o
w
le
d
ge
d
.
3
.
T
h
e
h
o
m
e
in
th
e
st
u
d
y
al
so
b
e
n
e
fit
e
d
fr
o
m
a
w
e
e
k
ly
cl
in
ic
ru
n
b
y
G
P
’s
.
N
o
t
al
l
ca
re
h
o
m
e
s
b
e
n
e
fit
fr
o
m
su
ch
a
m
o
d
e
l,
an
d
th
is
m
ay
im
p
ac
t
u
p
o
n
th
e
fin
d
in
gs
.
(c
o
n
ti
n
u
e
d
)
8 Dementia 0(0)
T
a
b
le
2
.
C
o
n
ti
n
u
e
d
.
A
u
th
o
r,
ye
ar
&
lo
ca
ti
o
n
A
im
s
D
e
si
gn
Sa
m
p
le
K
ey
fin
d
in
gs
L
im
it
at
io
n
s
R
o
b
in
so
n
e
t
al
.
(2
0
1
2
)
U
K
To
e
x
p
lo
re
p
ro
fe
ss
io
n
al
s’
e
x
p
e
ri
e
n
ce
s
o
n
th
e
im
p
le
m
e
n
ta
ti
o
n
o
f
A
C
P
in
tw
o
cl
in
ic
al
ar
e
as
.
Q
u
al
it
at
iv
e
ap
p
ro
ac
h
u
si
n
g
in
d
iv
id
u
al
in
te
rv
ie
w
s
(n
¼
1
8
)
an
d
fo
cu
s
gr
o
u
p
s
(n
¼
1
4
).
St
af
f
re
cr
u
it
e
d
u
si
n
g
p
u
rp
o
si
ve
sa
m
p
lin
g
te
ch
n
iq
u
e
(n
¼
9
5
).
Sp
e
ci
al
is
t
p
al
lia
ti
ve
ca
re
p
ro
fe
ss
io
n
al
(n
¼
5
).
G
P
s
(n
¼
1
0
).
C
o
m
m
u
n
it
y
n
u
rs
e
s
an
d
A
H
P
(n
¼
1
7
).
O
ld
ag
e
p
sy
ch
ia
tr
is
ts
(n
¼
1
0
).
M
e
n
ta
l
h
e
al
th
n
u
rs
e
s
an
d
A
H
P
(n
¼
2
2
).
So
ci
al
w
o
rk
e
rs
(n
¼
6
).
A
m
b
u
la
n
ce
se
rv
ic
e
(n
¼
1
5
).
so
lic
it
o
rs
(n
¼
3
).
V
o
lu
n
ta
ry
se
ct
o
r
(n
¼
7
).
1
.
Fo
u
n
d
th
at
st
af
f
in
ge
n
e
ra
l
fe
lt
th
at
th
e
co
n
ce
p
t
o
f
A
C
P
w
as
b
e
n
e
fic
ia
l
in
th
e
o
ry
,
h
o
w
ev
e
r
im
p
le
m
e
n
ta
ti
o
n
p
re
se
n
te
d
si
gn
ifi
ca
n
t
ch
al
le
n
ge
s.
2
.
M
an
y
st
af
f
e
x
p
re
ss
e
d
co
n
ce
rn
s
o
ve
r
it
s
re
al
va
lu
e
in
p
ra
ct
ic
e
.
3
.
A
la
ck
o
f
u
n
ifo
rm
it
y
in
te
rm
s
o
f
ro
le
s,
re
sp
o
n
si
b
ili
ti
e
s,
d
o
cu
m
e
n
ta
ti
o
n
an
d
is
su
e
s
su
rr
o
u
n
d
in
g
ti
m
in
g
m
ad
e
im
p
le
m
e
n
ta
ti
o
n
ch
al
le
n
gi
n
g.
4
.
T
h
ey
ca
ll
fo
r
st
an
d
ar
d
is
at
io
n
o
f
th
e
d
o
cu
m
e
n
ta
ti
o
n
.
5
.G
re
at
e
r
cl
ar
it
y
su
rr
o
u
n
d
in
g
ro
le
s
n
e
e
d
s
to
b
e
p
re
se
n
te
d
.
6
.
Su
gg
e
st
th
e
m
o
re
co
m
p
le
x
as
p
e
ct
s
o
f
A
C
P
sh
o
u
ld
b
e
ca
rr
ie
d
o
u
t
b
y
sp
e
ci
al
is
ts
as
o
p
p
o
se
d
to
ge
n
e
ra
lis
ts
.
1
.
P
ar
ti
ci
p
an
ts
fr
o
m
ge
n
e
ra
l
n
u
rs
in
g
h
o
m
e
se
tt
in
g
n
o
t
in
cl
u
d
e
d
,
n
u
rs
e
s
in
cl
u
d
e
d
w
e
re
e
it
h
e
r
m
e
n
ta
l
h
e
al
th
tr
ai
n
e
d
o
r
sp
e
ci
al
is
t
p
al
lia
ti
ve
ca
re
b
ac
k
gr
o
u
n
d
.
2
.
Sa
m
p
le
in
cl
u
d
e
d
p
ro
fe
ss
io
n
al
s
w
it
h
a
p
ar
ti
cu
la
r
in
te
re
st
in
A
C
P.
(c
o
n
ti
n
u
e
d
)
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T
a
b
le
2
.
C
o
n
ti
n
u
e
d
.
A
u
th
o
r,
ye
ar
&
lo
ca
ti
o
n
A
im
s
D
e
si
gn
Sa
m
p
le
K
ey
fin
d
in
gs
L
im
it
at
io
n
s
R
u
ru
p
e
t
al
.
(2
0
0
6
)
H
o
lla
n
d
To
in
ve
st
ig
at
e
th
e
p
e
rs
p
e
ct
iv
e
s
o
f
p
h
ys
ic
ia
n
s,
n
u
rs
e
s
an
d
fa
m
ili
e
s
to
w
ar
d
s
E
O
L
C
d
e
ci
si
o
n
m
ak
in
g
fo
r
p
e
o
p
le
w
it
h
d
e
m
e
n
ti
a.
Q
u
an
ti
ta
ti
ve
ap
p
ro
ac
h
u
si
n
g
a
1
5
-p
o
in
t
se
lf-
ad
m
in
is
te
re
d
q
u
e
st
io
n
n
ai
re
.
3
2
n
u
rs
in
g
h
o
m
e
s
ag
re
e
d
to
p
ar
ti
ci
p
at
e
.
P
at
ie
n
ts
(n
¼
1
9
0
)
P
hy
si
ci
an
s
(n
¼
7
5
).
N
u
rs
e
s
(n
¼
1
7
8
).
Fa
m
ili
e
s
(n
¼
1
3
6
)
1
.
In
ge
n
e
ra
l
p
ro
fe
ss
io
n
al
st
af
f
an
d
fa
m
ili
e
s
ag
re
e
o
n
m
an
y
as
p
e
ct
s
o
f
E
O
L
d
e
ci
si
o
n
m
ak
in
g
fo
r
p
e
o
p
le
w
it
h
d
e
m
e
n
ti
a,
h
o
w
ev
e
r
in
so
m
e
ca
se
s
th
e
ac
tu
al
o
u
tc
o
m
e
s
m
ay
d
iff
e
r.
2
.
D
iff
e
re
n
ce
s
in
re
lig
io
u
s
b
e
lie
fs
an
d
p
e
rs
p
e
ct
iv
e
o
f
th
e
p
at
ie
n
t
h
av
e
an
im
p
ac
t
th
at
le
ad
to
d
iff
e
re
n
t
at
ti
tu
d
e
s
to
w
ar
d
s
E
O
L
d
e
ci
si
o
n
s.
3
.
P
hy
si
ci
an
s
sh
o
u
ld
ta
lk
o
p
e
n
ly
an
d
h
o
n
e
st
ly
ab
o
u
t
E
O
L
d
e
ci
si
o
n
s.
4
.
P
hy
si
ci
an
s
n
e
e
d
to
b
e
aw
ar
e
o
f
in
flu
e
n
ce
s
o
n
at
ti
tu
d
e
s
an
d
in
co
rp
o
ra
te
th
e
se
in
to
th
e
ir
ap
p
ro
ac
h
.
1
.
T
h
e
re
w
as
a
la
rg
e
e
m
p
h
as
is
p
la
ce
d
o
n
o
n
e
cl
in
ic
al
as
p
e
ct
o
f
A
C
P,
th
e
d
e
ci
si
o
n
to
fo
rg
o
ar
ti
fic
ia
l
hy
d
ra
ti
o
n
.
2
.
T
h
e
u
se
o
f
a
se
lf-
d
e
si
gn
e
d
su
rv
ey
co
m
p
ri
si
n
g
o
f
sc
e
n
ar
io
s
m
ay
im
p
e
d
e
th
e
tr
an
sf
e
ra
b
ili
ty
o
f
fin
d
in
gs
.
(c
o
n
ti
n
u
e
d
)
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b
le
2
.
C
o
n
ti
n
u
e
d
.
A
u
th
o
r,
ye
ar
&
lo
ca
ti
o
n
A
im
s
D
e
si
gn
Sa
m
p
le
K
ey
fin
d
in
gs
L
im
it
at
io
n
s
Sh
ar
p
e
t
al
.
(2
0
1
3
)
U
K
To
in
ve
st
ig
at
e
th
e
at
ti
tu
d
e
s
o
f
th
e
p
u
b
lic
an
d
h
e
al
th
ca
re
p
ro
fe
ss
io
n
al
s
to
A
C
P
d
is
cu
ss
io
n
s
w
it
h
a
fr
ai
l
an
d
e
ld
e
rl
y
p
o
p
u
la
ti
o
n
.
Sy
st
e
m
at
ic
lit
e
ra
tu
re
re
vi
ew
.
2
6
ar
ti
cl
e
s
w
e
re
sy
st
e
m
at
ic
al
ly
re
vi
ew
e
d
.
Q
u
an
ti
ta
ti
ve
(n
¼
9
)
Q
u
al
it
at
iv
e
(n
¼
1
5
)
an
d
m
ix
e
d
m
e
th
o
d
s
(n
¼
2
).
1
.
T
h
e
m
aj
o
ri
ty
o
f
e
ld
e
rl
y
p
e
o
p
le
w
o
u
ld
w
e
lc
o
m
e
th
e
o
p
p
o
rt
u
n
it
y
to
d
is
cu
ss
E
O
L
C
is
su
e
s,
ye
t
o
n
ly
a
sm
al
l
m
in
o
ri
ty
is
b
e
in
g
gi
ve
n
th
e
o
p
p
o
rt
u
n
it
y
cu
rr
e
n
tl
y.
2
.
G
P
s
fe
lt
it
w
as
th
e
ir
re
sp
o
n
si
b
ili
ty
to
in
it
ia
te
d
is
cu
ss
io
n
s
b
u
t
fe
lt
co
n
st
ra
in
e
d
b
y
ti
m
e
p
re
ss
u
re
s
an
d
th
e
la
ck
o
f
a
p
re
ci
p
it
at
in
g
ev
e
n
t.
3
.
Id
e
n
ti
fie
d
a
w
id
e
ra
n
ge
o
f
b
ar
ri
e
rs
b
u
t
e
m
p
h
as
is
e
d
th
e
ro
le
o
f
th
e
fa
m
ily
,
p
as
si
ve
re
si
st
an
ce
o
f
th
is
p
o
p
u
la
ti
o
n
an
d
u
n
ce
rt
ai
n
ty
in
re
la
ti
o
n
to
p
ro
gn
o
st
ic
s.
4
.
T
h
ey
ca
ll
fo
r
fu
rt
h
e
r
re
se
ar
ch
to
id
e
n
ti
fy
e
ff
e
ct
iv
e
o
f
e
n
ga
gi
n
g
th
is
p
o
p
u
la
ti
o
n
in
e
ff
e
ct
iv
e
d
ia
lo
gu
e
re
ga
rd
in
g
E
O
L
C
is
su
e
s.
1
.
T
h
is
re
vi
ew
co
n
si
st
e
d
o
f
e
m
p
ir
ic
al
st
u
d
ie
s
w
h
o
se
p
ar
ti
ci
p
an
ts
w
e
re
d
e
sc
ri
b
e
d
as
fr
ai
l
e
ld
e
rl
y,
b
u
t
w
as
n
o
t
re
st
ri
ct
e
d
to
p
e
o
p
le
w
it
h
d
e
m
e
n
ti
a
in
th
e
n
u
rs
in
g
h
o
m
e
se
tt
in
g.
2
.
P
o
te
n
ti
al
fo
r
au
th
o
r’
s
in
te
rp
re
ta
ti
o
n
s
to
b
e
p
re
se
n
t
in
th
e
re
vi
ew
.
(c
o
n
ti
n
u
e
d
)
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T
a
b
le
2
.
C
o
n
ti
n
u
e
d
.
A
u
th
o
r,
ye
ar
&
lo
ca
ti
o
n
A
im
s
D
e
si
gn
Sa
m
p
le
K
ey
fin
d
in
gs
L
im
it
at
io
n
s
St
ew
ar
t
e
t
al
.
(2
0
1
1
)
U
K
To
e
x
p
lo
re
vi
ew
s
o
n
A
C
P
in
ca
re
h
o
m
e
s
fo
r
o
ld
e
r
p
e
o
p
le
.
Q
u
al
it
at
iv
e
ap
p
ro
ac
h
u
si
n
g
se
m
i-
st
ru
ct
u
re
d
in
te
rv
ie
w
s.
St
af
f
re
cr
u
it
e
d
fr
o
m
3
4
ca
re
h
o
m
e
s
in
th
e
U
K
.
C
ar
e
h
o
m
e
m
an
ag
e
rs
(n
¼
3
3
).
N
u
rs
e
s
(n
¼
1
8
).
D
is
tr
ic
t
n
u
rs
e
s
(n
¼
1
0
).
C
ar
e
as
si
st
an
ts
(n
¼
2
9
)
an
d
fa
m
ili
e
s
(n
¼
1
5
).
1
.
St
af
f
re
p
o
rt
e
d
th
at
th
ey
p
e
rc
e
iv
e
d
A
C
P
p
ro
m
o
te
d
re
sp
e
ct
fo
r
th
e
w
is
h
e
s
o
f
th
e
re
si
d
e
n
t.
2
.
D
is
cu
ss
io
n
s
sh
o
u
ld
b
e
co
m
m
e
n
ce
d
e
ar
ly
in
th
e
d
is
e
as
e
tr
aj
e
ct
o
ry
d
u
e
to
co
gn
it
iv
e
d
e
cl
in
e
.
3
.
Fu
rt
h
e
r
re
se
ar
ch
sh
o
u
ld
ad
d
re
ss
fin
d
in
g
th
e
o
p
ti
m
al
ti
m
e
an
d
e
n
vi
ro
n
m
e
n
t
to
ill
ic
it
th
e
vi
ew
s
o
f
re
si
d
e
n
ts
.
4
.
T
h
e
re
is
st
ill
re
lu
ct
an
ce
b
y
so
m
e
re
si
d
e
n
ts
an
d
st
af
f
to
d
is
cu
ss
E
O
L
C
is
su
e
s.
1
.
St
u
d
y
re
st
ri
ct
e
d
to
o
n
e
ge
o
gr
ap
h
ic
al
ar
e
a.
2
.
G
P
s
w
e
re
n
o
t
in
cl
u
d
e
d
in
th
e
sa
m
p
le
d
e
sp
it
e
b
e
in
g
in
te
gr
al
to
th
e
p
ro
ce
ss
In
th
e
U
K
.
3
.
T
h
e
u
se
o
f
o
n
e
p
ar
ti
cu
la
r
e
x
am
p
le
o
f
A
C
P
(p
re
fe
rr
e
d
p
ri
o
ri
ti
e
s
fo
r
ca
re
)
m
ay
lim
it
th
e
tr
an
sf
e
ra
b
ili
ty
o
f
re
su
lt
s.
4
.
T
h
ey
fo
u
n
d
th
at
st
af
f
h
ad
a
d
iff
ic
u
lt
y
w
it
h
A
C
P
d
u
e
to
th
e
ir
cu
lt
u
ra
l
b
e
lie
fs
,
h
o
w
ev
e
r
th
ey
fa
ile
d
to
e
x
p
lo
re
th
is
fu
rt
h
e
r.
(c
o
n
ti
n
u
e
d
)
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T
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b
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2
.
C
o
n
ti
n
u
e
d
.
A
u
th
o
r,
ye
ar
&
lo
ca
ti
o
n
A
im
s
D
e
si
gn
Sa
m
p
le
K
ey
fin
d
in
gs
L
im
it
at
io
n
s
T
h
u
n
e
-B
o
yl
e
e
t
al
.
(2
0
1
0
)
U
K
To
co
lle
ct
d
at
a
to
in
fo
rm
th
e
d
ev
e
lo
p
m
e
n
t
o
f
an
in
te
rv
e
n
ti
o
n
fo
r
e
n
d
-o
f-
lif
e
ca
re
fo
r
p
e
o
p
le
w
it
h
d
e
m
e
n
ti
a.
Q
u
al
it
at
iv
e
ap
p
ro
ac
h
u
si
n
g
se
m
i-
st
ru
ct
u
re
d
in
te
rv
ie
w
s.
St
af
f
re
cr
u
it
e
d
p
u
rp
o
se
fu
lly
(n
¼
2
1
)
fr
o
m
h
o
sp
it
al
an
d
n
u
rs
in
g
h
o
m
e
se
tt
in
gs
.
H
o
sp
it
al
n
u
rs
e
(n
¼
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Indicator may assist HCPs in terms of indicating declining health of people with dementia in
their care.
Despite the recognition by Vandervoort et al. (2014) that the degenerative nature of
dementia can be expected, ﬁve studies alluded to the unpredictable disease trajectory as a
barrier to ACP (Johnston et al., 2014; Lacey, 2006; Stewart et al., 2011; Thune´-Boyle et al.,
2010; van der Steen et al., 2014). It was found that HCPs viewed this as a barrier to both
palliative care and the subsequent initiation of ACP (van der Steen et al., 2014). van der
Steen et al. (2014) argued that if staﬀ had increased awareness of the disease trajectory, this
would facilitate the recognition for early integration between gerontology and palliative care.
The ﬁndings from the literature indicated that there is still the need for HCPs to recognise
the importance of uniﬁcation between the two presently distinct disciplines of gerontology
and palliative care. It can be argued that ACP and the palliative approach are conceptually
linked (Hertogh, 2006; van der Steen et al., 2013), therefore early integration of the latter is
required in order for the former to be possible.
HCP’s ethical and moral concerns regarding ACP. It was evident from the literature reviewed that
HCPs perspectives towards ACP were inﬂuenced by moral and ethical concerns. Such
concerns included presumptions regarding capacity of the person with dementia to engage
in ACP; the impact of the increased role of the family in the decision making process; the
false promise HCPs perceived may be created by ACP and the inﬂuence of religious and
cultural beliefs of the HCPs and the beliefs of those in their care.
van der Steen et al.’s (2014) systematic review on the factors associated with the initiation
of ACP, noted that HCPs perspective had a direct inﬂuence upon whether ACP was initiated
or not. Froggatt et al. (2009) in her UK study, examining the practice and perspectives of
nursing home managers, found that staﬀ faced a sense of ‘discomfort’ in relation to ACP.
This sense of discomfort was also cited in other studies as ‘reluctance’ (Cavalieri, Latif,
Ciesielski, Ciervo, & Forman, 2002) or ‘reserve’ (Robinson et al., 2012b). According to
Livingston et al. (2012) some possible reasons for this discomfort were a hesitancy to
discuss death and a fear of upsetting the people in their care. This can be further
compounded by issues relating to moral dilemmas around discussing future goals of care
focused on a palliative as opposed to a curative approach (Stewart et al., 2011). Livingston
et al. (2012) indicated that staﬀ viewed their role as one of preservation of life, even if this
contradicted the wishes of the person and their family. Within LTC settings, it has been
reported that staﬀ often build up close relationships with their residents, which may
accentuate the desire to intervene (Livingston et al., 2012), thus contributing to this sense
of ‘reluctance’ (Cavalieri et al., 2002). It is important to note however that regardless of
terminology, evidence from the studies indicated that HCPs have a general reluctance to
engage in ACP within this setting.
Some possible reasons for this may be related to the inextricable relationship between
ACP and capacity. The majority of studies reviewed indicated concern by HCPs about
capacity issues for people with dementia (n¼ 10). For example, Cavalieri et al. (2002) in
their US study involving physicians found that HCPs ‘presumption’ surrounding capacity of
people with dementia prevented them from initiating and engaging in the process. This was
especially relevant as physicians in the study were asked regarding their views in relation to
people with mild to moderate dementia. Robinson et al. (2012b) also found that staﬀ were
uncomfortable about decision-making for residents whom they presumed lack capacity.
They concluded that although staﬀ acknowledged the potential beneﬁts of ACP for
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people with dementia, they had concerns that the perceived loss of capacity hindered the
ability of the person to meaningfully engage. In fact Froggatt et al. (2009) concluded that
many nursing home managers cited dementia itself as a barrier to participation in ACP
discussions.
From the studies reviewed it was found that HCP’s reported other ethical concerns such
as the ability to implement patients and family wishes expressed in the ACP, if paradoxically
these are in conﬂict with the best interests of the person (Rurup, Onwuteaka-Philipsen,
Pasman, Ribbe, & van der Wal, 2006). Many professionals referred to the false promise
they felt was created by ACP. A signiﬁcant proportion of studies reviewed (n¼ 9) found staﬀ
attitudes to ACP were inﬂuenced by the concern that they may be unable to honour what the
person may have wanted. For example Stewart et al. (2011) referred to the ‘false sense of
expectation’ (p. 333) that may be created. In addition Rurup et al. (2006) found that 78% of
relatives felt ACP would always be followed, as opposed to 44% of the medical staﬀ. It could
be argued that such disparity was inﬂuenced by the realisation by HCPs that often
contextual issues and availability of an appropriate level of care underpinned decisions
surrounding future care (Froggatt et al., 2009; Rurup et al., 2006). It was important to
note that the care home context varied greatly across the study settings in relation not
only to the level of care provided but also in terms of legislative and the wider health care
system. Several UK studies indicated that the failure to comply with the person’s plans were
caused by failings within the health care system, as opposed to a failure of the ACP process
itself (Froggatt et al., 2009; Livingston et al., 2012; Robinson et al., 2012b; Stewart et al.,
2012).
It was also evident from several of the empirical studies that religion was an important
factor which inﬂuenced staﬀ’s perspective and practice for ACP (Livingston et al., 2012;
Rurup et al., 2006; Stewart et al., 2011; Thune´-Boyle et al., 2010). However, few studies
focused speciﬁcally on the inﬂuence of religious or spiritual beliefs as a barrier to the
implementation of ACP. Four studies reviewed dealt with the impact of religion directly,
with one acknowledging explicitly the subsequent eﬀect on the attitude and practice of HCPs
in relation to end-of-life care decision making (Rurup et al., 2006). The ﬁndings from the two
UK studies indicated that whilst there was reserve in implementing ACP based on religious
beliefs, there was a failure to explore or discuss these aspects (Stewart et al., 2011; Thune´-
Boyle et al., 2010). Interestingly this aspect was explored in further detail within studies
conducted in Holland and Belgium. A possible reason for this may be related to ethical
challenging interventions, such as physician-assisted death (Vandervoort et al., 2014; Rurup
et al., 2006) which are permissible within these countries.
The studies reviewed recognised the integral role that families play, however it became
evident that HCPs did not always view this in positive terms. The majority of studies (n¼ 11)
suggested family involvement in the process of ACP often complicated rather than facilitated
the process. Sharp et al. (2013) found that family issues were cited as the most common
barrier to the implementation of ACP for frail and older individuals. Similar ﬁndings were
noted in other studies (Johnston et al., 2014; Lacey 2006; Livingston et al., 2012; Rurup
et al., 2006; Stewart et al., 2011; Vandervoort et al., 2014; Yeun-Sim Jeong, Higgins, &
McMillian, 2007). Lacey (2006) in their US study examining the role of social workers
suggested that a signiﬁcant proportion of older adults wanted their family members to
make decisions on their behalf, should they lose capacity. This is despite evidence from
the wider literature that the family’s views and those of the person with dementia were
not always consistent (Black et al., 2009). Another study of nursing home managers in the
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UK identiﬁed that 56% of respondents (n¼ 119) referred to the impact of ‘‘family issues’’
(Froggatt et al., 2009, p. 335). These family issues included not only their willingness and
ability to participate in ACP discussions, but also diﬀerences in family dynamics. Froggatt
et al. (2009) suggested that family dynamics directly inﬂuenced the decision making process.
Within the UK context there appeared to be a clear focus on the role of the family carer.
This is important in light of the current UK the Mental Capacity Act 2005 which protects
the role of the family and encompasses the ‘lasting power of attorney’ for health care
decisions. This allows the appointment of people to make heath care decisions on behalf
of others should they lose capacity. Therefore within the UK studies there was a tendency to
promote the value of the role of the family carer. For example Johnston et al. (2014)
highlighted the importance of ensuring good relationships between HCPs and families,
with HCPs having a better understanding of family dynamics. Whilst Dening et al. (2011)
in their systematic review, highlighted the need for HCPs to provide better emotional
support to families, they acknowledged families lack of preparedness for their decision
making role.
Communication challenges when interacting with the person with dementia and
the families
Diﬃculties in communicating both with people with dementia and their families were often
cited as a challenge for HCPS (Cavalieri et al., 2002; Dening et al., 2011; Livingston et al.,
2012; Stewart et al., 2011; Vandervoort et al., 2014). The importance of clear and open
communication was highlighted as an essential element in the ACP process (Vandervoort
et al., 2014).
Livingston et al. (2012) found that staﬀ viewed communication diﬃculties with both the
person with dementia and their families as a barrier to initiation of ACP. They argued that
central to engagement in ACP was an awareness of dying and the need for open
communication. The authors noted that there was still a tendency within LTC settings to
use euphemisms in relation to the inevitable decline associated with dementia. They reported
that HCPs were not having the open and honest conversations with people with dementia in
their care, citing the inability to clarify if the person truly understands.
Froggatt et al. (2009) also noted that participants often cited challenges in communication
as a barrier to engaging families and people with dementia in ACP discussions. They felt that
in there was a need for open communication to be present between the person with dementia,
their families and HCPs in order to achieve a shared understanding. However an
overwhelming majority of nursing home managers (81%, n¼ 172) in the quantitative
phase of this mixed methods study felt that the inability to communicate with the person
with dementia prevented this shared understanding from being achieved. Dening et al. (2011)
in their systematic review concurred, indicating that HCPs were inﬂuenced by
preconceptions of the ability of the person with dementia to communicate.
Vandervoort et al. (2014) highlighted that improvements in communication are still
needed for ACP. Their deﬁnition of ACP as an on-going process reaﬃrmed the
importance of eﬀective communication (Vandervoort et al., 2014, p. 1133). The authors
suggested that the verbal aspect of ACP should be given greater signiﬁcance, with a move
away from the overreliance on a tangible document.
As indicated previously several of the studies found that HCPs experienced diﬃculties in
communicating with families (Froggatt et al., 2009; Livingston et al., 2012; Stewart et al.,
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2011). One study which involved an interactive training programme for HCPs, provided by a
panel of experts in dementia care, demonstrated that HCPs reported a much greater degree
of comfort in terms of communicating with families in relation to ACP after they received
the training programme (Livingston et al., 2012).
The importance of Educating, Training and Knowledge for HCPs
From the studies it was found that improvement in HCP’s knowledge may assist them in
engaging in ACP discussions. This knowledge deﬁcit appeared to be twofold, not only with
improvements needed in relation to both awareness of the disease trajectory but also greater
understanding of the process of ACP itself. The ﬁndings from the studies indicated that a
low knowledge base regarding dementia care was a barrier to implementing ACP in long-
term settings (Livingston et al., 2012; Thune´-Boyle et al., 2010). This deﬁcit is multifaceted
with several studies (n¼ 6) concluding the need for greater awareness of the disease
trajectory of dementia, with a speciﬁc emphasis on end-of-life care (Dening et al., 2011;
Johnston et al., 2014; Lacey, 2006; Livingston et al., 2012; Stewart et al., 2011; Thune´-Boyle
et al., 2010). Several studies stressed that ACP is a complex process (n¼ 7) (Froggatt et al.,
2009; van der Steen et al., 2014) requiring dementia-speciﬁc training (Cavalieri et al., 2002;
Robinson et al., 2012b; van der Steen et al., 2014; Vandervoort et al., 2014; Yeun-Sim Jeong
et al., 2007). Froggatt et al. (2009) highlighted the link between nursing home managers’
knowledge in relation to end-of-life care and their subsequent conﬁdence in delivering care.
She concluded that even when managers were experienced and conﬁdent in their own skills,
they had diﬃculties disseminating knowledge and training in relation to end-of-life care to
other staﬀ.
It is important to note the diﬀerent contexts for care across diﬀerent countries and health
care systems represented in the review. Several of the settings provide what in some settings
may be viewed as more acute care. For example, in Holland and Belgium the role of
specialists is incorporated into their everyday approach to care, with gerontologists and
palliative care specialists working directly in the nursing home setting. This resulted in
staﬀ in such settings having a much greater awareness both in relation to dementia, and
more speciﬁcally on end-of-life care in this context (Rurup et al., 2006; Vandervoort et al.,
2014). Diﬀerences were also noted from the studies in relation to who is responsible for
initiation of ACP within LTC settings. Froggatt et al. (2009) argued that this lack guidance
resulted in ambiguity in terms of responsibility. Robinson et al. (2012b) proposed that the
more complex aspects of ACP should be carried out by ‘specialists’ as opposed to
‘generalists’. However this may be reﬂective of the absence of general nurses from their
sample. Conversely however, Rurup et al. (2006) found that nurses working within LTC
setting were in a unique position of being able to see and understand the ultimate
consequences of ACP. This is similar to Livingston et al.’s (2012) study which found that
care home staﬀ had a distinctive and privileged insight of knowing when the person with
dementia was declining in health.
Discussion
The ﬁndings from the review reinforced that the process of implementing ACP is complex
for HCPs working in LTC settings. It was evident that such complexity is underpinned by
two interrelated dimensions: a lack of knowledge surrounding dementia itself and a lack of
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clariﬁcation surrounding ACP for this distinct population. Therefore it can be argued that
implementation of ACP is inﬂuenced by a variety of interrelated cultural, social and
organisational factors in the LTC sector. The studies indicated the inﬂuence of such
intrinsic and extrinsic factors on HCP’s perspectives regarding ACP for people with
dementia.
This review provided evidence that dementia remains unrecognised by many HCP’s
working in the LTC settings as an illness that requires palliation (Livingston et al., 2012).
This is despite global calls in 2004 and 2011 for improved access for older people with co-
morbidities (WHO, 2004, 2011). This was echoed more recently in the European White
Paper on optimal palliative care in dementia (van der Steen et al., 2013). The unique
domains conceptualised within the White Paper provide a constructive framework in
which approaches to ACP in dementia care may be understood and improved. This may
enable integration and subsequent practice to improve, resulting in a strong emphasis on
anticipatory planning at an early stage. There was recognition of the need to develop a
dementia-speciﬁc approach to palliative care which was reinforced from the ﬁndings of
the review. The ﬁndings also clearly demonstrated the need for the integration between
gerontology and dementia to take place earlier in the disease trajectory.
There was conﬂicting evidence regarding the level of guidance given to HCPs in relation
to who has responsibility to initiate and lead the process of ACP. This has led to many
professionals, especially within the UK studies, viewing it as beneﬁcial in theory but the
responsibility of others (Dening et al., 2011; Robinson et al., 2012b). Iliﬀe et al. (2013)
reﬂected on the complexity of this by concluding the need to put the person with
dementia ‘‘within a landscape of services and professional disciplines’’ (p. 1). The seamless
provision and continuity of health care provision required for true initiation of ACP can
only be achieved if all HCPs working within this setting view it as their role.
The review highlighted that the concept of ACP within the context of dementia care can
be morally and ethically challenging resulting in a perceived ‘reluctance’ by HCPs to engage
(Cavalieri et al., 2002). It was interesting to note that many of the barriers to initiation
highlighted by staﬀ were informed by moral and ethical concerns. The evidence from this
review highlighted that such barriers directly inﬂuenced their subsequent practice. Concerns
surrounding patient’s capacity were at the core, with the majority of studies indicating that
staﬀ’s apprehensions were inﬂuenced by a lack of clarity on capacity. The lack of clarity
within the literature, and subsequent lack of guidance from policy in relation to what
constitutes capacity complicates the picture. Implementation of ACP is also compounded
by the ﬂuctuating lucidity which is often associated with some types of dementia. Staﬀ cited
diﬃculties in ensuring that the process of ACP remains ever evolving, with a perceived loss
of capacity associated with progression. This assumption however is challenged within a
small scale UK study carried out by Godwin and Waters (2009), which concluded that
preconceptions regarding ability may be limiting the true ethos of ACP for people with
dementia from being realised.
The impact of staﬀ’s religious views is important in not only how they conceptualise ACP,
but also in their subsequent behaviour (Livingston et al., 2012; Rurup et al., 2006). Fried,
Redding, and O’Leary (2012) noted the importance of religious beliefs for guiding HCP’s
perspectives on ACP. Future research in this area is needed to explore the underlying
assumptions which could inform such perspectives. These issues are of particular
signiﬁcance due to an increasing multicultural society. Conversely there is also a need for
HCPs to recognise the importance of religious, spiritual and indeed cultural beliefs for
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people with dementia in their care, with particular relevance when discussing their future
wishes.
The evidence from HCPs indicated that family dynamics have signiﬁcant inﬂuence on the
perspectives and behaviour of staﬀ in relation to ACP. The studies demonstrated that staﬀ
had a concern about whether the views of family were truly reﬂective of the wishes of the
person. Several studies reviewed looked at the role of the family in conjunction with the
perspectives of staﬀ, thus reﬂective of the collaboration required between the two, yet
the evidence presented shows that HCPs often ﬁnd this challenging.
The ﬁndings from the review also indicated the need for increased knowledge and training
surrounding dementia. This training needs to be provided to all members of the team
involved in the care of the person with dementia. For example there is a need for greater
recognition that dementia is a terminal illness, and that by educating HCPs, presumptions
surrounding capacity may be clariﬁed. Training needs to incorporate strategies which deal
with the ethical and moral concerns that staﬀ express. It could be argued however that such
concerns are built upon a lack of clarity about what ACP actually entails. Therefore HCPs
require training in relation to the process of ACP speciﬁcally for people with dementia.
Conclusions
The process of ACP is promoted globally despite acknowledging that further empirical
evidence is needed to underpin it. Whilst HCPs are central to the implementation of ACP
in practice, research highlights an array of personal, professional and organisational
challenges. Such factors may have contributed to low implementation of ACP, especially
within the LTC sector (Dening et al., 2011).
Despite the view expressed in some studies that the LTC may be too late to begin
initiation, this is exactly the stage that staﬀ are expected to begin initiation. Both policy
and literature suggest that staﬀ still have a role to play in the revising and evolving of the
ACP process. The deﬁnition by Robinson et al. (2012a) clariﬁed the integral role that staﬀ
play within this. They are central to ensuring that the cornerstone of health care policy is
realised for people with dementia in this sector. This review highlighted the need for future
interventions to be underpinned by the perspectives of those expected to implement the
process.
Implications for practice
Policy states ACP should be delivered to people with dementia regardless of time or setting,
yet in reality HCPs face barriers which equate to missed opportunities to enable forward
planning to occur. In order for the aspirations of ACP to be realised for people with dementia
several areas need to be addressed, with perhaps the most signiﬁcant being the need for
integration between gerontology and palliative care. At present these appear to be distinct
disciplines, with uniﬁcation often only taking place towards the end-of-life period. This
review presents evidence that integration at this late stage often precludes the initiation of
ACP for people with dementia. ACP would appear to be inextricably linked to the ethos of
palliative care, therefore the adoption of the latter at an early stage is vital in order for the
former to be realised. However this uniﬁcation can only be realised if HCPs working in
this setting improve their knowledge regarding dementia, with increased recognition of the
ultimate terminal nature of the disease trajectory. Future training needs to reﬂect the required
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integration and address HCPs preconceptions in terms of deﬁning and understanding the
palliative care ethos, with recognition that it should encompass much more than the end-of-
life phase. Therefore future education initiatives need to incorporate the recommendations
from the White Paper on Optimal Palliative Care in Dementia (van der Steen et al., 2013),
enabling HCPs to recognise that whilst palliative care is not synonymous with end-of-life
care, it is an element of the ﬁnal stage in an often long journey such as dementia. In order for
this to be achieved, ﬁrstly, clariﬁcation of the distinction between palliative care and end-of-
life care needs to be established. Secondly, there is a need to educate staﬀ on the principles of
palliative care alongside dementia, considering the chronicity of dementia, thus seeking to
overcome preconceptions in order to improve acceptability among HCPs. It is pre-posed that
by dealing with such misconceptions that HCPs may feel much more comfortable in adopting
and promoting the merits of a palliative approach early on in the often long and
unpredictable dementia journey.
Due to the unique challenges dementia presents there is a need to provide speciﬁc and
practical training on how to implement ACP within this context, with staﬀ being supported
to acquire the skills required to overcome many of the practicalities cited in this review as
barriers. For example, not only communication skills to deal sensitively with families, but
also strategies that may enable the person with dementia to participate meaningfully. ACP
should be approached at various stages of the disease trajectory, with initiation as early as
possible in order to optimise the opportunities for the person with dementia to truly partake.
There is also a need for those in policy to ensure that continuity of care is enabled through
improvements to access to specialist care within LTC settings. In order to alleviate the
apprehensions surrounding the ‘false promise’ created by ACP as cited by HCPs, a
seamless provision and access to health care services is necessary, thus enabling HCPs
working in these settings to be supported to provide the often complicated care required
during the end stage of dementia. Education is also needed to enable HCPs to engage with
people with dementia and their families in the process of ACP, acknowledging the role of the
family within this context. Due to the challenges associated with capacity established by this
review, future implementation of ACP needs to be underpinned by models of shared decision
making. Interventions need to reﬂect the views of people with dementia, when possible, in
conjunction with families and HCPs.
Future research
There is a need for the development of strategies that will address the current disparity in
terms of access to ACP for people with dementia in LTC settings. HCPs are integral to
ensuring this occurs, therefore a greater understanding of their reluctance to engage is
imperative. Future research is urgently needed to develop interventions that seek to
address the challenges faced by HCPs when implementing ACP in practice. Such need to
be informed by the perspectives of those expected to initiate it, along with the views of people
with dementia and their families. Therefore future initiatives need to be informed by both
theory and the perspectives of all involved. In recognition of the complexity of the ACP,
future interventions need to be developed utilising the Medical Research Council’s (MRC’s)
Framework for Complex Interventions (MRC, 2008). This framework consists of four
interrelated, yet distinct phases. The perspectives of all those involved in the process of
ACP in this setting need to be evident throughout all phases, from developmental stage,
pilot and feasibility phases, evaluation of the intervention and lastly implementation of the
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intervention. In light of the diﬀerences that exist in terms of our health care and political
systems, as well as cultural distinctions, it is recommended that cross-country comparatives
are undertaken. The ﬁndings of such research need to be incorporated into future policy and
strategies in order for the potential beneﬁts of ACP for people with dementia to be realised.
Limitations
The use of a limited number of databases presupposes that there could be more evidence
beyond what is located in this review. Nevertheless 14 studies were identiﬁed, which
highlights a young yet growing body of research in this area.
It is important to note that diﬀerences exist in the health and legal structure of diﬀerent
countries and this impedes on the transferability of the ﬁndings. This review sought to
provide an inclusive synthesis of the limited literature in the area, therefore studies of
varying quality were included. However this allowed for a wider picture of current
knowledge to be presented (Green et al., 2006). The high degree of heterogeneity within
the studies resulted in challenges to true synthesis of the results. A signiﬁcant proportion
of the studies reviewed adopted self-reporting methodological approaches, this may mean
that the ﬁndings are an underestimation of the true picture.
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